Many of my audience will be experts on deafness, who deploy their skills to great effect in operating theatres, learned books and international publications. Their knowledge of deafness is far greater than mine. But there is a world of difference between 'knowing' a subject and 'feeling' it. And I 'felt' it for the 26 years in which I was totally deaf, unable even to hear my own voice. What follows is essentially a personal perspective, moulded, for better or worse, by my own character and circumstances.
THE MOST DESPERATE OF HUMAN CALAMITIES
When I was elected to the House of Commons aged 45 in 1966, I had hearing problems, but not serious ones. However, 18 months later, I had an operation to repair a perforated eardrum with disastrous results. I became totally deaf.
The crucial word is totally. For a few weeks I lingered between the world of hearing and the world of silence, with the tiniest fragment of hearing, so low that it hardly registered on an audiogram. Yet with the help of this whisper of hearing I could communicate by intense concentration on lip-reading in which I was unskilled. But when that fragment vanished, I was bewildered and overcome by the difference between profound deafness and total deafness. Everything became silent-cars, lorries, planes, pneumatic drills, radio and television, barking dogs and roaring winds. But, above all, people. Even the loudest football crowd was silent, and personal conversation died. Most lips became meaningless, and I had to work hard to acquire the inadequate, but necessary, skill of lip-reading.
It was a disorientating experience; and yet, even before I had established my bearings again, I was determined to defeat deafness. A fine aspiration, even a noble one, but it seemed presumptuous, even ridiculous a totally deaf person in Parliament, the greatest talking shop of them all. Without the cooperation, understanding and selflessness of my wife, Pauline, I could not even have started. Heaven help any person who becomes suddenly and totally deaf if they do not have such a remarkable companion. In those early days, I had little option but to agree with Dr Johnson's dictum that deafness is 'the most desperate of human calamities'. The sense of isolation, and of alienation, caused House of Lords, London SWl A OPW, England by the sudden onset of total deafness can shatter the confidence of normally confident people. One has the sense of being trapped in a glass cage from which the normal world is visible but abnormally silent. And as one tries to maintain relationships with those outside the cage, it is obvious that many cannot or will not reciprocate. Yet a fundamental prerequisite for defeating deafness is the preservation of confidence. This confidence can be suddenly shattered by instant deafness, or slowly eroded by its insidious onset. But if the people affected identify the threat and are determined to resist it, they are automatically better equipped to cope with it. Looking the world straight in the eye, while simultaneously reading its lips, requires the skill of an acrobat and the persistence of a leech. But confidence is all. Lack of it is easily detected and quickly exploited. So if those who become deaf aim to preserve their confidence they have won the first, vital battle.
The desire for confidence is not unique to deaf people; it is part of the human condition. What is unique is the effect on a deaf person's confidence in company with hearing people, if he or she is unable to follow conversational exchanges. The sense of permanent exclusion is often compounded by the reaction of others who realize what is happening. Then, all too often, when the deaf person asks for clarification, the response is a wave of the hand and the dreaded words 'It doesn't matter'. Of course, to the deaf person it does matter.
THE DEAF COMMUNITY
So we should not be surprised that some deaf people have formed communities. For profoundly deaf individualsmainly born deaf, and reliant on sign language-this movement began long ago. They now call themselves the Deaf Community. Both this group of people and those with a slight hearing impairment are called 'deaf' by the general public-a sure-fire recipe for confusion. The differences are great and the two groups have very different attitudes and aspirations.
Nearly all of the Deaf Community are proud of their history and their heritage. I was taken aback when I was told one of them said 'Jack Ashley is not really deaf, he just can't hear'. He meant I was not part of the deaf culture. The Deaf Community are a cultural linguistic minority who do not see themselves as disabled. They regard society as the cause of any problems that arise.
Their attitude is well illustrated by Gallaudet University in Washington. Established for profoundly deaf people, it has high academic standards, and everyone, pupils and teachers alike, communicates solely by rapid and fluent signing.
When I visited Gallaudet on graduation day, my mind was full of the suffering and the problems caused by profound deafness. But their minds had been full of learning and they were there to celebrate their degrees. In a rather purple passage of my speech to them I said 'It is remarkable that mankind, which can recognize and respond to great national disasters with understanding and generosity, fails to appreciate and alleviate the myriad personal disasters of deafness'. My speech was met with polite applause-more polite than applause. Far from regarding their deafness as a disaster, they were comfortable with it.
The Deaf Community in Britain has similar views. What they seek are more qualified sign language interpreters: there are only 115 qualified interpreters for the 50000 people who use sign language. They also need visual displays of information and textphones, and signing on television programmes. I believe their requests are legitimate and reasonable.
COCHLEAR IMPLANTS
However, there is one issue on which I part company with the Deaf Community-cochlear implants. I can understand their initial distrust of these devices. For hundreds of years professionals have provided little help of the kind they wanted; and now, we know and they know, cochlear implants are of very little value to people born deaf or who have been deaf for a long time. The Community can, of course, oppose cochlear implants for themselves, but what I object to is their condemnation of cochlear implants for others, and of the surgeons who perform them.
To give the flavour of this attitude, let me quote from a letter I received from a person in the Deaf Community, together with one he had written to another person. He said that cochlear implant surgeons had 'principles little different from the Nazi scientists playing with victims in the name of medical science' and, in one instance, 'tremendous pressure was being brought to bear on Deaf parents, causing the whole family tremendous suffering' and that this was 'occurring every minute of every day around the country'. Concerned by these accusations I asked for the evidence, but I had no reply.
You may think such unsubstantiated allegations should be ignored, but this sort of campaign (some have called for a complete ban on cochlear implants), conducted by a few people, can have a disproportionate effect on the public perception. I acknowledge the right of parents to choose deafness for their children, but it is nonsense to argue that a decision on cochlear implants should wait for the child to grow up and make his or her own decision. By that time the operation will have little if any value. The required plasticity of the auditory system has gone. The best time for a childhood cochlear implant is around two years of age.
I have dwelt at some length on this matter because the views of the Deaf Community can be seized upon by impoverished health authorities who are reluctant to fund cochlear implants. My own view is emphatic.
My implant has shattered the glass cage, made mankind accessible, cleared a terrible fog of misunderstanding. What if I cannot follow voices from a distance, if those nearby are a little distorted, and if the birds a little husky-who cares? I am no longer isolated and I can hear them. And I know that this delighted, incredulous response is shared by the members of the newly established Cochlear Implant Users'
Association.
The story of how cochlear implants became part of the National Health Service is not widely known. In 1990 there were no funds for cochlear implant centres and I took a deputation to see a Health Minister in Whitehall. It included Pauline, a couple of other MPs from different political parties, the great pioneer surgeon Graham Fraser, together with Christine Harding, a woman patient of his who had received an implant. We explained the importance of implants, hitherto regarded as experimental; then the Minister began to question Christine Harding, who had been totally deaf. He discovered that she could indeed hear and converse with him, and he was greatly impressed. David Mellor, because it was he, was a rare Minister who listened, understood and acted-and he provided £3 million to fund for 3 years the first six cochlear implant centres in Britain. He recognized that a flawed system was preventing the application of a remarkable new technique, years after cochlear implants had been developed in other countries.
If David Mellor was a rare Minister, the late Graham Fraser was an even more rare surgeon. Almost alone, he saw the value of cochlear implants and, with the help of private funding, he set up the first cochlear implant programme in the UK. Through surgical skill, humanity and determination he became the UK father of cochlear implants.
RESEARCH AND DEVELOPMENT
So far I have discussed the predicament of some 60000 people who are totally or profoundly deaf, 50 000 of whom sign, but we should also remember the eight million others who have a hearing loss. Many can be helped by modern technology. Sophistication and complexity deters some deaf people, especially such jargon as integrated services digital network, multi-media stacks, CD ROMs, and Internet, yet they ought to take full advantage of it. Computers are particularly valuable in education because they enable deaf children and students to go at their own pace. Word processing is improving the literacy of deaf children who for long have left school with a reading age of eight. But we should not forget the nuts and bolts of communicationhearing aids, loops, inductive couplers and minicoms. Perhaps the most important are hearing aids, upon which millions of people depend, but far too often these languish in drawers. Many deaf people are not taught how to use them. One ofthe main drawbacks is background noise. Scientists are working on exciting developments for improving speech intelligibility with directional microphones and automatic gain control. These and other developments have been supported by the Hearing Research Trust which was founded by Pauline and myself ten years ago after we realized that deafness was the only major disability without a charity of its own. The Trust's chief medical adviser, Professor Mark Haggard, is also the Director of the MRC's Institute of Hearing Research; and the founding of that institute was another example of the necessary interplay between medicine, politics and personality.
In 1974 I suggested to Barbara Castle, to whom I was Parliamentary Private Secretary, that she should set up an institute to coordinate multidisciplinary work in clinical otology, audiology, physiology and sociology. She promised to discuss it with her senior civil servants and with the Medical Research Council, which had formerly opposed the idea.
They claimed that such an institute was unnecessary, that the various research centres cooperated with each other, and that the proposed body would centralize control, leading to rigidity. But their strongest argument was that it would be expensive and I knew that Barbara was under great financial pressure. She wanted to set up an institute but was not entirely convinced of the need for it, so she called a meeting to hear both sides. I put the case for, the officials against, and then we all discussed it. At the end she said quietly, but firmly, that the Government would set up the institute despite the MRC's opposition. The MRC later climbed down and made half-a-million pounds available for a new institute and building. Barbara wrote in her diary, 'Once again, we politicians have been right and our officials wrong. Of course, officials opposed us all the way'. In the 1994 review of the institute's work, all its eight programmes were rated alpha, two of them alpha plus (world leading).
TELEVISION AND TYPETALK
Cochlear implants, the Institute of Hearing Research and the Hearing Research Trust were important developments on the medical side of deafness. But this disability affects many facets of life, and one of the most important is television. Subtitles make all the difference; and in 1990, the Minister in charge of the Broadcasting Bill became convinced of its importance. He set a specific target of 50% of Channels 3 and 5 programmes to be subtitled by 1998. The BBC followed suit, although it had earlier led the way, and television became more available to deaf people. The name of the Minister? Again, David Mellor, this time as Minister of State in the Home Office. Parliament is now planning the future of digital television. Will deaf people get the same consideration in this new Bill as they did in 1990?
The other vital means of communication is the telephone. When I lost my hearing, I had to use the phone or cease being an MP. I was doubtful at first at Pauline's suggestion of an extra earpiece for her or my secretary, so that I could lip-read what was being said over the phone. But it worked remarkably well. Later, I used Typetalk, the remarkable scheme by the Royal National Institute for the Deaf and British Telecom that provides a 24-hour service for over 17000 deaf customers.
Lastly, I should mention the device I used for some time in the House of Commons. Exhausted by lip-reading, I approached several groups and found that Southampton University and an electronics firm were willing to work on a system based on Palantype, a form of mechanical shorthand. The Services Committee of the House quashed the idea, saying the equipment would be too large and too expensive to develop, but the university and the firm agreed to go ahead without payment or commitment. They eventually produced a workable model and in 1976, two years after I first asked, the Services Committee sanctioned the university project. An operator sat up in the gallery, punching out words at the speed of fast speech which I read on a visual display unit. Originally the size of a small television set, today it is the size of a packet of 50 cigarettes and sits permanently and unostentatiously in front of me in the House of Lords-a great benefit to me and to other deaf people.
DEAFNESS AND THE INDIVIDUAL
Just how does deafness affect the individual? Deafness hinders communication and yet it is communication that makes us members of human society. Deafness leads to disadvantage. The deaf person feels diminished but all too often he or she tries to disguise the difficulties.
So an element of bluff may enter a relationship; and, as soon as that is detected, an uneasiness is born-and from that grow personal and public attitudes which damage deaf people. A recent study by the MRC's Institute of Hearing Research showed that many deaf people feel diminished and vulnerable merely by wearing a hearing aid and only three out of ten who need one actually use an aid. So we can imagine how they feel about deafness itself.
There are, of course, some strong deaf people confident, determined and in no way apologetic. And they are fully justified in that attitude, preferring the social model to the medical model of disability and holding society responsible for failing to meet their needs.
Nevertheless, many deaf people do feel diminished by deafness, do try to hide it and do pretend that they have understood when they have not. And this applies particularly, perhaps, to older people. It is part of the human psyche to feel superior to those who are disabled. The deaf person becomes acutely aware of the half smile as people pass, of the averted gaze, of sitting alone at a canteen table while the remaining tables fill with others in animated conversation, and the edge of irritation in voices when people are asked to say things twice. There is no loneliness greater than being alone in a crowd. On occasion I have reacted with excessive anger, but neither docility nor hostility is the answer. Deaf people have to be firm but patient, strong but tolerant, and perceptive but understanding. They need to lead the way for hearing people, to show them that if they will try-just a little then two-way communication is very possible. With technological and medical ingenuity and with determination, we can go a long way to defeat deafness.
